
In search of a good death

Doctors need to know when and how to
say die

Editor—One of the main obstacles to the
care of dying patients is the taboo against
speaking or writing about impending death.
Here are a few simple tests to see how you or
your colleagues are doing.

Try reading a selection of charts of
patients who have died. Patients do “poorly,”
“fail to respond,” or are “palliative,” but I
would wager that you will find few patients
described as “dying” or “near death.” Some
dying patients even “demand” futile treat-
ment such as cardiopulmonary resuscitation
in the event of a “cardiopulmonary arrest,”
when asked to “consent” not to receive it.

You should also see how often and how
vigorously you avoid talking about death
when speaking to a patient likely to die. I am
always surprised at how difficult I find it to
talk openly about death and dying, even
when it clearly is necessary and appropriate
and I have carefully thought out what I am
going to say.

If compassionate care of dying patients
is to occur doctors need a structured and
consistent approach to talking with patients
about death and dying.
Stephen R Workman assistant professor
Dalhousie University Department of Medicine,
Halifax, NS, Canada B3H 2Y9
sworkman@dal.ca

Competing interests: None declared.

Humanising effects of a good death will
help society

Editor—As part of our work to support the
British government’s recent fundamental
review of death certification we interviewed
doctors about its processes and practice.1 We
found that doctors often approached death
certification as an interruption of their real
work, describing the completion of a death
certificate as an irritation or a necessary evil.

Research in the United Kingdom and
elsewhere suggests that death certificates are
not completed accurately, which is not
surprising given these views. However, death
certificates are important. They are used to
construct meaning for relatives and, equally
importantly, to construct mortality data.
Mortality data inform health policy and
flows of healthcare resources. Death certifi-
cates thus ensure the production of accurate
health statistics, a fact rarely appreciated by
doctors who complete them.

Would-be doctors and health specialists
should perhaps be taught that serious and
terminal illnesses are part of a single process
that may lead to dying and eventually death.
Dying and death are part of the real work of
health care, and the best care of living
people often entails acknowledging the
possibility of death. Incorporating ideas and
attitudes about a good death into the
curriculum will have many benefits, not least
that doctors would be less likely to believe
that death certificates were a necessary evil.

Completing an accurate death certificate
may be one of the last acts of good medical
care a doctor can perform for his or her
patient. It can allow the relatives and friends
to understand more clearly what has hap-
pened to the person who has died, as well as
allowing the best use to be made of that per-
son’s death to improve the health of the
living. The more accurate a society’s mortality
statistics the better informed it is to deliver the
best health care to its living members.
Aileen Clarke senior lecturer
aileen.clarke@lshtm.ac.uk

Jean Gladwin research fellow
Health Services Research Unit, London School of
Hygiene and Tropical Medicine, London
WC1E 7HT
Competing interests: AC and JG worked on the
recently published Death Certification and Investi-
gation in England, Wales and Northern Ireland.

1 Death certification and investigation in England, Wales and
Northern Ireland. Norwich: Stationery Office, 2003. (CM
5831.)

Medical education has important role in
extending palliative care

Editor—Death is still society’s final taboo, as
the article by Ellershaw and Ward showed.1

All medical schools in the United Kingdom
now include some teaching on palliative
care in their undergraduate curriculum, but
most of the emphasis has been on the care
of patients dying of advanced cancer. Much
palliative care teaching continues to be
didactic and formal assessment is rare.2

Despite almost all students being taught
palliative care within undergraduate train-
ing, house officers struggle more with this
aspect of work than almost any other during
their first years on the wards and are
frustrated by their lack of skills and
knowledge when caring for a patient who is
dying. Many patients and families find the
provision of palliative care delivered in an
effective yet caring manner falls far short of
their expectations.3

Nurses at all levels also have a crucial
role in providing and delivering palliative
care. They spend their immediate postregis-
tration period in hospitals where they will
encounter many patients with palliative care
needs. A recent paper showed that under-
graduate nursing students receive a mean of
12.2 hours of teaching in palliative care,
compared with a mean of 20 hours’ teaching
offered to undergraduate medical students
in the United Kingdom.4 The teaching deliv-
ered to undergraduate nurses was mainly
theoretical and rarely formally assessed.
Tutors identified the lack of suitably skilled
staff to teach palliative care and the short-
age of placements for nursing students
within a palliative care setting as particular
difficulties.

The key to providing effective palliative
care for all has to be the provision of a
generic evaluated and assessed core under-
graduate curriculum for medical and
nursing undergraduates coupled with
appropriate postgraduate and continuing
professional education, but it is also impor-
tant to remember that the way this care is
delivered has longlasting effects on patients
and their families.
Mari Lloyd-Williams consultant in palliative
medicine
Department of Primary Care, University of
Liverpool Medical School, Liverpool L69 3GB
mlw@liv.ac.uk

Yvonne H Carter professor of general practice and
primary care
Barts and the London, Queen Mary’s School of
Medicine and Dentistry, London E1 4NS

Competing interests: None declared.The Apparition by Gustave Moreau (1826-98)
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A good death is an oxymoron without
consideration of mental health

Editor—Ellershaw and Ward are to be
commended for their useful review of
“evidence-based guidelines on symptom
control, psychological support, and bereave-
ment . . . to facilitate a ‘good death.’”1 Their
recommendations for diagnosing dying are
concrete, thorough, and practical.

By contrast, they write only two sen-
tences about the provision of psychological
care: “Patients’ insight into their condition
should be assessed. Issues relating to dying
and death should be explored appropriately
and sensitively.” Both statements relate to
the patient’s understanding of, and reactions
to, being terminally ill; neither relates to an
assessment of the patient’s psychological
symptoms or disorders—for example,
depressive and anxiety related symptoms
and disorders—or to ways to treat mental
illness when it is present. The under-
recognition and undertreatment of psychic
distress in dying patients prove unfortunate
omissions in terminal care for several
reasons.

Firstly, psychiatric disturbances are
highly prevalent—for example, an estimated
20-50% of terminally ill patients meet estab-
lished criteria for depression.2

Secondly, it is almost axiomatic to state
that mental illness diminishes a patient’s
quality of life at the end of life, thereby com-
promising an ability to achieve a good death.

Thirdly, psychiatric disorders can be
diagnosed reliably within minutes, and
effective, non-contraindicated treatment is
readily available.3–5 Thus, with little addi-
tional burden to the healthcare system, the
quality of life of dying patients could be
vastly improved by detecting and treating
their psychiatric problems.

Recommendations for a good death
miss a critical aspect of wellbeing and care if
they ignore the mental health of dying
patients. If they are truly interested in
promoting a good death, doctors need to
overcome a prejudice against attending to
mental, in contrast with physical, illness in
patients who are terminally ill.
Holly G Prigerson associate professor of psychiatry,
epidemiology, and public health, Yale University
Holly.Prigerson@yale.edu

Selby C Jacobs professor of psychiatry, Yale University
Connecticut Mental Health Center, 34 Park Street,
New Haven, CT 06519, USA

Elizabeth H Bradley associate professor of
epidemiology and public health
Stanislav V Kasl professor of epidemiology and public
health
Yale University School of Medicine, Laboratory of
Epidemiology and Public Health, 60 College Street,
New Haven, CT 06520
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Health professionals’ beliefs may
undermine effective pain relief for dying
patients

Editor—Murray et al include pain relief for
dying people among the essential health
interventions that should be accessible for
all, in developing countries.1 Even developed
countries, however, have different pain relief
policies.

In Italy, where medicinal morphine con-
sumption for 2000 ranked among the lowest
in Europe,2 a restrictive prescription law was
held responsible for the undertreatment of
pain. The law was modified but with little
effect.3 4

The results of a large survey of neonatal
physicians and nurses in seven Western
European countries (EURONIC) shed some
light on additional factors undermining
effective pain control in palliative care.5

When asked about acceptable ways of
setting limits to intensive interventions felt
to be no longer in the best interest of a baby,
most respondents in every country but Italy
judged the administration of drugs to
control pain to be morally acceptable “even
if this might cause respiratory depression
and death” (table).

In multivariate analysis other factors in
addition to country and professional role
were significantly associated with a positive
view of analgesia for dying babies. These
were having between 6 and 10 years of
experience in neonatal care, as opposed to
being junior or older (odds ratio 1.30, 95%
confidence interval 1.00 to 1.70); being a
parent (1.40, 1.11 to 1.77); and being
routinely involved in research (1.46, 1.02 to
2.08). In contrast, religiousness (defined as
considering religion very or fairly important
in one’s life) decreased the likelihood of
viewing this form of analgesia as morally
acceptable (0.54, 0.45 to 0.65).

Fear of euthanasia, the health profes-
sional’s beliefs and prejudices, and lack of
knowledge may represent obstacles to effec-
tive pain management for dying patients in
countries where lack of resources for drugs
is not an issue. Together with modification of
the law, more education is needed in Italy to
overcome the existing prejudices against the
use of analgesia in palliative care.
Marina Cuttini epidemiologist
Unit of Epidemiology, Burlo Garofolo Maternal
and Child Health Institute, Trieste and Regional
Agency, 34100 Trieste, Italy
marina.cuttini@arsanita.toscana.it

Veronica Casotto statistician
Regional Agency for Health of Tuscany, Florence,
Italy

Marcello Orzalesi neonatologist
Neonatal Intensive Care Unit, Bambin Gesù
Children’s Hospital, Rome, Italy

Rodolfo Saracci epidemiologist
Division of Epidemiology, IFC, National Research
Council, Pisa, Italy
For the EURONIC Study Group
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Can children with life threatening illness
and their families experience a good
death?

Editor—As care givers of children who are
dying, we were disappointed that the experi-
ence of dying children and their families was
not broached by Ellershaw and Ward or
Clarke.1 2 Do we in society continue to find it
impossible to think about death in child-
hood? To imagine that children with life
threatening illness and their families can
experience a good death? What could possi-
bly be experienced as good during this
dying journey?

Paediatric palliative and hospice care
continues to lack a significant voice in medi-

Percentages (95% confidence intervals) of
respondents who thought that giving drugs to
control pain is acceptable in palliative care “even
if this might cause respiratory depression and
death”

Country Doctors (n=1207) Nurses (n=3008)

Italy 64 (56 to 71) 49 (40 to 57)

Spain 87 (81 to 91) 83 (79 to 87)

France 96 (91 to 98) 89 (86 to 92)

Germany 86 (78 to 91) 76 (71 to 81)

Netherlands 98 (89 to 100) 92 (90 to 94)

United Kingdom 93 (89 to 96) 88 (84 to 92)

Sweden 95 (88 to 98) 90 (84 to 93)

In Tlingit culture, Land-Otter-Man rescues the souls
of drowning people and turns them into land otters
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cal debates, literature, and research, as well
as in the design and delivery of services.
Why, for example, is there currently only
one active free standing children’s hospice
in North America? Yet a significant number
of children die of a life threatening illness or
injury each year. In a population of 250 000
(50 000 children) five children are likely to
die each year from a life threatening illness,
including cancer and heart disease, and
another 50 are likely to be living with a life
threatening illness.3

We know from our clinical experience,
from the honour of being with dying
children and their families, that a good
death is possible. We here list some elements
that may contribute to a good death.
x An openness and willingness to engage
in conversations between healthcare teams,
children, and families about all options for
care, including active treatment, palliative
care, and their combination
x An equal understanding of and attention
to physical, psychosocial, and spiritual needs
regardless of the care setting (home,
hospital, or hospice)
x The right of children and families to
choose their care setting and move freely
between settings as needed
x The right of children and families to
choose whom they wish to be present at the
time of death
x Care that is consistent, compassionate,
culturally sensitive, and coordinated
x Care that is continuous through illness,
dying, and bereavement
Laura Beaune palliative care coordinator
laura.beaune@sickkids.ca

Christine Newman palliative care physician
Hospital for Sick Children, Toronto, ON, Canada
M5G 1X8
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Palliative care is also remit of intensivists

Editor—Ellershaw and Ward reviewed the
care of dying patients.1 Children cared for in
paediatric hospitals are given specialised,
curative care appropriate for their develop-

mental level and range of acuity, but the
importance of palliative care has been over-
looked.2 Doctors adept in pharmacotherapy
should manage end of life situations in a
manner that is sensitive to the needs of
patients and care givers.3

Our paediatric critical care unit is a terti-
ary service with over 1200 admissions yearly.
We care for children with a wide range of
diagnoses, including traumatic injury, sepsis,
respiratory failure, cancer, congenital heart
disease, and genetic anomalies. Our service
is often left with managing a life ending
event or with planning and implementing a
palliative care plan before discharge.

The death of a child is an emotive event
for the family and a challenging time for the
clinician.4 We work closely with the palliative
care service in caring for children with
terminal conditions. This multidisciplinary
team includes the hospital bioethics com-
mittee, clinical social workers, child life
specialists, chaplains, primary nursing
teams, subspecialty doctors experienced in
terminal care, and the community doctor.
We try to identify an appropriate place for
dying in hospital or at home. Working with
home health nurses, we are able to make the
transition to home easy for the patient and
family. End of life with experienced care giv-
ers is surely a standard we should all strive
for.
Asrar Rashid fellow, paediatric critical care
drasrar@lineone.net
Margaret Ferguson attending physician, paediatric
critical care
Department of Critical Care Medicine, Denver
Children’s Hospital, 1056 East 19th Avenue,
Denver, CO 80218, USA
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Primary healthcare teams work in new
framework for better care of the dying at
home

Editor—Improving the care of the dying in
the community is a crucial if neglected area
of care, with a significant and far reaching
impact. As the Audit Commission’s report
confirms,1 too many people are staying too
long in hospitals and better community pal-
liative care could prevent inappropriate
admissions, reducing hospital pressures and
enabling more people to die at home. Eller-
shaw and Ward point to the improvements
made in the recognition of dying and
emphasise that a key aim of specialist pallia-
tive care is to disseminate this approach to
generic healthcare workers in hospitals and
in the community.2

Primary healthcare teams believe that
palliative care is an important part of their
work, and are keen to make improvements if
enabled to do so. One means to optimise

community palliative care, suggested in the
draft supportive care guidelines, is the Gold
Standards Framework, a seven point plan to
improve the organisation of the care for
dying people, beginning with cancer
patients but extending later to all dying
patients.3

With detailed descriptions of the key
issues and suggested measures to address
these, this simple framework is beginning to
have an impact on patient care, improving
communication and proactive planning,
enabling more to die where they choose,
and raising awareness of patients’ needs
while also improving the sense of teamwork
and morale of healthcare staff. It is already
being used by over 500 general practices,
including, for example, a third of all
practices in Northern Ireland with a
successful bid to offer this to every practice
in Scotland.

The Macmillan Gold Standards Frame-
work programme, supported by the Cancer
Services Collaborative of the NHS Moderni-
sation Agency, provides resources and
support for locally facilitated practice teams.
As Neuberger points out,2 superb care and a
good death at home are possible, and are
made more likely by such a framework.
Keri Thomas national clinical lead palliative care,
Cancer Services Collaborative
Shrewsbury SY1 1TH
gsf@macmillan.org.uk

Competing interests: KT is national lead for the
Macmillan Gold Standards Framework pro-
gramme.
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Good death is social construction

Editor—I refer to assumptions about the
good death that are implicit in Ellershaw
and Ward’s paper.1 Dying is a social process
guided by expectations of appropriate
behaviours which delimit a range of dying
trajectories, thus defining normal and
abnormal dying.2

One example of a good death discourse
is dominated by a secular, autonomy driven,
privacy oriented approach. It is promul-
gated in talk shows, the popular media,
legislative chambers, and in societies
devoted to a “dignified death,” assistance in
dying, or some euphemism for terminating
human life in the name of compassion.
Compassion, dignity, and freedom are also
in biblical teachings, but they are different in
spirit and content from the secular construal
of those sentiments. The rules of discourse
are now set so that any argument based on
faith is inadmissible simply by virtue of its
being religious.

If some hospices are finding it increas-
ingly difficult to practise what they preached
for years, what hope is there for an NHS
stuck in a swamp of tick box rationality? We
live in an era where prescriptive dictums
reign supreme, producing an attentive work-

Sir Thomas Aston at the Deathbed of his Wife by
John Souch, 1635
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force who can recite, verbatim, procedure
and protocol.

I am seriously concerned that “real
time”care, never mind “good death” is being
insidiously superseded by paranoid paper-
work propagators who are sucking individu-
ality from healthcare practice. Yes, we are
encouraged to think freely by those who
freely think on our behalf.
Mary J Curtis head of education and training
Mount Edgecumbe Hospital, St Austell, Cornwall
PL26 6AB

Competing interests: None declared.
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What is a good death?

Editor—Ellershaw and Ward describe how
access to good palliative care should be
available to all patients who are dying.1 We
agree that equity of access is crucially
important but disagree with the implied
definition of what a good death is.

The authors imply that a good death is
one that is pain free, dignified, and one in
which active resuscitation never occurs. If this
is what the patient has requested, either
verbally or through an advance directive, then
this would be appropriate. However, we think
that death can at times be unfair and prema-
ture and that a calm good death may not be
what such a patient wishes. Such patients may
wish to “rage against the dying of the light,”2

may never accept their end calmly, and may
not wish to be pain free. The concept of a
patient not wishing to be pain free and
peaceful is so far removed from our concept
of good that professionals may consider such
a patient to be non-rational.

We argue therefore that to force
patients to have what we would call a
good death is inherently medically pater-
nalistic. A good death is one that is
appropriate and requested for by that
particular patient. Our duty as healthcare
professionals is to ensure that resources and
skills are available for their, not our, good
death to occur.
June Jones lecturer in biomedical ethics
j.jones.1@bham.ac.uk
Derek Willis lecturer in primary care
Department of Primary Care, University of
Birmingham, Birmingham B15 2TT
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Each encounter with a dying patient is a
unique privilege

Editor—I think that Rabbi Julia Neuberger
may be wrong when she says that nothing
can prepare a young doctor, nurse, or rabbi
for facing people whose death is imminent.1

My experience shows quite the opposite. My

work to date has been blessed by the
company of pastoral and clinical carers who
are passionate about the journey towards
death and who, together with eloquent and
articulate next of kin, have been only too
keen to share their wisdom and experiences,
both good and bad.

Perhaps it is more accurate to say that
each and every encounter with a dying
patient and their family is unique and, how-
ever competent we become, we can always
learn and—if we are especially privileged—
share.

If young professionals choose to shy
away from sharing the journey then perhaps
that says more about the way we are choos-
ing and training the newer generations than
it does about the art of pastoral and clinical
care.
Simon Knowles pathologist
Somerset Pathology Service, Yeovil District
Hospital, Yeovil BA21 4AT
knows@est.nhs.uk

Competing interests: None declared.
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Spiritual care is important for a good
death

Editor—The 12 principles of a good death
were built on in the article by Ellershaw and
Ward.1 I am a hospital chaplain, and
religious and spiritual care therefore has a
particular resonance.

Although religion and spirituality are
important for all patients, they can take on
extra importance as death approaches,
allowing members of the team to broach
topics that are often considered taboo.
Would patients like particular preparations
to be made for their death, perhaps to make
peace with their family or Maker? Would
they like to discuss funeral arrangements?
Do they have any dying wish that it is possi-
ble to fulfil?

These are delicate issues, and it is encour-
aging to believe that a time is coming when
we diagnose a patient as dying in a hospital as
readily as we do in a hospice. Pastoral doors
can be opened and bridges built between the
team, the family, and the patient.
Barry A Clark hospital chaplain
Selly Oak Hospital, Birmingham B29 6JD
barry.clark@uhb.nhs.uk

Competing interests: None declared.
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Spiritual care of dying patients needs to
be well prepared

Editor—We were glad that Ellershaw and
Ward emphasised the importance of spiritual
care in assuring a good death—an area of care
that, we believe, is usually overlooked.1

The results of our local survey of the
views of elderly patients with mental health
problems and their carers on spiritual care
were in keeping with the above idea.

Moreover, they indicated that this type of
care should be considered and provided
sooner rather than later. Unlike physical
care, spiritual care needs a lot of preparatory
work for proper assessment and for the rel-
evant needs to be tailored to suit individual
patients in the context of their religious and
cultural background.

Patients emphasised that spiritual care
becomes more relevant as one approaches
the end. One patient said: “As you are
approaching death, you need to know that
you are going to the right place.” One of the
common themes was the importance of
offering this type of care to all elderly
patients but never to impose it.

Training needs were addressed, although
poorly defined. We think that building some
form of basic skills and knowledge for all pro-
fessionals in this field, along with developing
a specialised area for interested staff, might be
the way forward.
George El-Nimr specialist registrar in psychiatry
Harplands Hospital, Hilton Road, Stoke on Trent,
Staffordshire ST4 6TH
georgelnimr@yahoo.com

Laura Green specialist registrar in psychiatry
Emad Salib consultant psychiatrist
Hollins Park Hospital, Winwick, Warrington
WA2 8WA

Competing interests: None declared.
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A good death and medicalisation need
not be polarised

Editor—Clarke warns against the medi-
calisation of dying when medicine and tech-
nology overstep the boundaries of the body
or when palliative care focuses on symptom
management.1 This can be a reality but
depends on the healthcare provider, such as
when death is resisted—when it is inevitable
or when technology is lengthening the
dying process as opposed to providing a
good death.

Healthcare providers need to be cogni-
sant of the importance of caring for the body
holistically, and not just focusing on the
corporeal needs. Symptom management is
an essential part of palliative care, but the
heart of palliative care is the dying person.

Innovations have greatly affected the
dying process—providing the dying person

Native Death Dance, Alice Springs, circa 1920, photo
by Sir John Newlands
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with options and control. Nevertheless,
healthcare providers do impart a techno-
logical realism. They are the experts on
medicine and technology, playing a key part
in how patients perceive and embody
technology. In addition, to what extent a
dying person embodies the technology is
unique and remains a comparatively
uncharted matter.

Clarke notes that palliative medicine
“lacks a specific disease, bodily organ, or life
stage to call its own.” On the contrary, pallia-
tive medicine embraces Clarke’s quotation.
The beauty of palliative care is that it does
not marginalise a disease or life stage but
embodies any dying person with any disease
at any life stage.

To find a balance between humanism
and technology, healthcare providers need
to embrace the theory of patient centred
care. Then technology will inadvertently and
fortunately slide into the background. The
positive or negative outcome of the medi-
calisation of the dying process is unique and
contingent on not only the dying person but
also the healthcare provider. Medicalisation
and technology do not have to be polarised
against a good death but can enhance the
dying process in the interests of the patient.
Jen L Lapum PhD student, faculty of nursing,
University of Toronto
University Health Network, 200 Elizabeth Street,
Toronto, ON, Canada M5G 2C4
j.lapum@utoronto.ca

Competing interests: None declared.

1 Clark D. Between hope and acceptance: the medicalisation
of dying. BMJ 2002;324:905-7.

Good death is achievable if task becomes
easing death, not prolonging life

Editor—Death is almost inevitably medical-
ised in our society, and this leads to an
increasing number of requests from profes-
sionals for ethical advice and from the pub-
lic for an understanding of what is

permissible. British and Commonwealth law
consistently enshrines all the necessary per-
missions for doctors to cease intrusive and
life prolonging treatment when they con-
sider that the treatment is of no substantial
benefit to their patient.

Substantial benefit is best thought of as
an outcome that the patient would regard as
worthwhile now or in the future. Making
such a judgment call mitigates the inordi-
nate continuation of lifesaving measures
such as respiratory and nutritional support.
Any such intervention can be used only
when clinicians judge that it will produce
such a benefit and when the patient would
be presumed, were he or she to be asked, to
consent to the treatment. Both presump-
tions fail in many of the patients submitted
to inappropriate rescue or lifesaving inter-
ventions, often resulting in an extended and
poorly managed dying process.

If doctors are attentive to these consid-
erations and to the clinical indicators of
dying, they can straightforwardly move into
a palliative mode and use whatever drugs
are needed to keep the patient comfortable,
despite any risks of the drugs in relation to
vital functions. All Commonwealth coun-
tries allow this course of management under
some form of the doctrine of double effect,
in which the palliative treatments are used
with the intent of alleviating suffering
regardless of their side effects.

In this mode of care doctors can also be
open with both patients and their relatives
and remain with them rather than abandon-
ing them to substandard care. When they
understand that their task here is to ease the
patient’s dying rather than strive for life at all
costs, good deaths can become much more
the rule than the exception in hospitals.
Grant R Gillett professor of medical ethics
University of Otago, Box 913, Dunedin, New Zealand
grant.gillett@stonebow.otago.ac.nz

Competing interests: None declared.

Human Rights Act 1998 imposes an
obligation to facilitate a good death

Editor—Ellershaw and Ward argue elo-
quently for the compassionate care of dying
patients.1 We believe that the Human Rights
Act 1998 (“the act”) may impose a positive
obligation on NHS providers to facilitate a
good death.

The act effectively incorporates the arti-
cles of the European Convention of Human
Rights into domestic legislation. Article 3
provides for freedom from degrading
treatment. A common misconception is that
life preserving treatment must be provided
to dying patients, even against clinical judg-
ment, to avoid litigation. However, the futile
continuation of invasive procedures and
treatments may arguably amount to degrad-
ing treatment and a breach of article 3.

Although article 2 provides for the right
to life, no positive obligation is imposed on
the state to provide medical treatment if such
treatment is bound to be ineffective. Recent
case law illustrates this. Two applicant trusts
applied for a declaration that it would be law-
ful to discontinue artificial nutrition in
respect of patients in a permanent vegetative
state.2 The court concluded that the with-
drawal of such treatment was lawful and in
the best interests of the patients. However, the
continuation of palliative care would be
appropriate and humane. Active therapeutic
interventions may be stopped when the
medical prognosis is futile, thereby allowing
patients to die with dignity.

Section 6 of the act states that it is unlaw-
ful for a “public authority” to act in a way that
is incompatible with the convention rights.
The NHS, its institutions, and its servants
amount to a public authority. Trusts and their
employees therefore need to be aware of their
obligations under the act in respect of the
care that they provide to dying patients.
Healthcare professionals have a positive duty
to ensure that the terminal care given allows
death to occur with propriety and tranquillity.
Jo Samanta lecturer in medical law
De Montfort University, Leicester LE1 9BH

Ash Samanta consultant rheumatologist
University Hospitals of Leicester NHS Trust,
Leicester LE3 9QP
a.samanta@talk21.com
Competing interests: None declared.

1 Ellershaw J, Ward C. Care of the dying patient: the last
hours or days of life [with commentary by J Neuberger].
BMJ 2003;326:30-4.

2 NHS Trust A v M, NHS Trust B v H [2001] Fam 348

Law needs to be changed to allow
terminally ill people choice of a dignified
death

Editor—I am a 35 year old married mother
who has tested positive for the gene for
Huntington’s disease. Although I am symp-
tom free at present, it is clinically certain that
this incurable, degenerative, neurological dis-
order will manifest itself at some point in the
near future. Growing up in a family with
Huntington’s disease means that I have an
accurate picture of what is to come from per-
sonal experience. This is not only for the daily
reality of the symptoms but also for death.

The Death of Socrates by Jacques-Louis David, 1787
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My maternal grandmother in her last
few months was bedridden, doubly inconti-
nent, incoherent, skeletal, and fed by tube
and drip. Huntington’s disease had caused
her to lose control of her muscles, which
meant that she had an extremely distressing
death caused by choking on her own saliva.

When facing and dealing with terminal
illness for which there is only one outcome
then how that outcome happens becomes of
huge importance. I want an open and
honest relationship with my medical care
team. At a time when I need their help most
they are unable to help me under the exist-
ing law.

The law needs to be changed to allow
me and the thousands of terminally ill
people in the United Kingdom the choice of
a dignified death if that is what we want. The
Patient Assisted Dying Bill, currently in the
House of Lords, would provide a transpar-
ent, patient driven framework to protect the
medical profession and respect the choices
of terminally ill people.
Lisa Cook leading campaigner, ukActNow.org
Terminally Ill Patients Campaign Group, c/o
Voluntary Euthanasia Society, London W8 5PG
lisacook1232003@yahoo.co.uk

Competing interests: None declared.

Do we really know what happens in this
country?

Editor—Rather than dwell on short-
comings in medical practice or the law on
assisted suicide in Switzerland, the Nether-
lands or elsewhere, doctors in England, not
just Gardner,1 would help their patients
more by asking what happens in the United
Kingdom and why some terminally ill
patients choose to end their lives in far from
ideal circumstances in Zurich.

Gardner’s objection to assisted dying
lying alongside palliative care relies on the
unproved assumption that if people knew
enough about symptom management, there
would be no call for it.

Expectations of palliative care are very
high, as are the claims of its practitioners, but
it cannot control everything even in
terminal malignancy. It is debatable whether
hospices have deliberately sequestered these
aspects of dying within their walls, or
whether a dying-denying public has chosen
not to know or inquire about these aspects
of dying with their accompanying losses of
dignity and selfhood.3

A robust moral framework, which
dictates how a sentient rational adult should
think, let alone face incurable illness, has
ominous connotations for what most of us
believe is a free society.
Ramanand M Kalbag retired neurosurgeon
Newcastle upon Tyne NE2 3QE
ramkalbag@tiscali.co.uk
Competing interests: None declared.

1 Gardner G. Assisted suicide and euthanasia in Switzerland.
BMJ 2003;327:52. (5 July.)

2 Smith R. A good death. BMJ 2000;320:129-30.
3 Kite S. Upstream from death. J R Soc Med 2002;95:529-30.

Both how and when determines a good
death

Editor—Plutarch reports that when Julius
Caesar was asked at a party with his friends
what kind of death was the best, Caesar
replied: “The kind that comes unexpect-
edly.”1 His wish was fulfilled. When we are
young and healthy we do not like to think
about the way we will die as death is a nega-
tive thought and is subconsciously pushed
out of our mind.

Not being a burden (physically, mentally,
and financially) to our loved ones at the time
of death is a good way to die. Being
physically and mentally completely inde-
pendent almost to the time of death could
be a wish only a few can hope to achieve. A
non-lingering and quick death is a good
death. Others would certainly applaud it for
having saved them from experiencing the
prolonged mental trauma of the inevitable
death of someone they loved, liked, or
revered.

Not only how one dies but also when
one dies is important. People would like to
see certain tasks completed before leaving
this world for good. Of course this varies
according to the person’s cultural and
religious background. In Hindu mythology
the Mahabharata, the grandsire Bhishma
had a boon of dying only when he wished.
This is not the same as the modern day con-
cept of euthanasia of ending your life volun-
tarily. Bhishma could postpone his death
indefinitely. Wounded by the arrows of his
grandnephews in the Mahabharata battle he
lay there until the sun turned northward.

Even today, upper caste Hindus believe
dying in the months when the sun is moving
from south to north is an auspicious death.
Similarly, every person would like to see cer-
tain life events in their family happening
before his or her death, which is psychologi-
cally fulfilling to the dying person as well as
helpful to the living ones to cope with the
loss of the loved one. Certainly this acts as
psychotherapy in certain cultures.

Both how and when death occurs make
a good death.
Anand Deshpande general practitioner
Westhoughton, Lancashire BL5 2QE
ananddeshpande@karnataka.freeserve.co.uk

Competing interests: None declared.

1 Plutarch. Fall of the Roman republic. Revised ed. Harmonds-
worth: Penguin, 1972:303.

A good death described

Editor—I like to think that my husband had
a good death. He had cancer of the oesoph-
agus, which was treated with chemotherapy
and surgery. After that he had a good year
but suddenly experienced breathing diffi-
culty. He was admitted to hospital and told,
very gently, that the cancer had spread.

He had expert help to ease his breathing
and good pain control. He died a week later
with his wife and children round him,
without distress and (I think) without fear.
He had had time to say the things he needed
to say, and we had had time to do the same.

I am reminded of a quote from Morris
West’s The Devil’s Advocate.1 The hero priest
says to the bishop, “I am dying my lord.” The
bishop replies, “As a man should, my son.
With dignity and among friends.”

I hope that I am so lucky.
Frankie E Campling medical author
Oxford OX2 8JB
frankie@campling.force9.co.uk

Competing interests: None declared.

1 West M. The devil’s advocate. London: Heinemann, 1959.

Adrenaline and non-life
threatening allergic reactions

Intramuscular adrenaline is safe

Editor—The life saving effects of adrena-
line in severe allergic reactions are well
established, so Johnston et al’s lesson of the
week cautioning against using adrenaline in
“non-life threatening” conditions is worry-
ing.1 2 Anaphylaxis or angioedema of the
upper airway is life threatening, and
avoiding or delaying appropriate treatment
is clearly associated with adverse outcomes,
including death.3

We question Johnston et al’s interpret-
ation of their two case reports.

In the first case the association between
the episode of angina and the administra-
tion of adrenaline is not clear, especially
given the patient’s established heart disease.
Moreover, in acute settings angioedema
affecting the tongue may not be easily
discerned as benign. In this case regular
antihistamines are clearly indicated as long
term treatment rather than episodic adrena-
line, which still might provide effective
emergency treatment.

The second case should not be used as
evidence. To caution against safe, lifesaving
treatment on the basis of the adverse effects
of an incorrect dose of drug given through
an incorrect route at an inappropriate
dilution is inappropriate. Adverse effects
from the use of undiluted (1:1000) adrena-
line administered intravenously are well
described in the literature and in clinical
practice guidelines. Doctors choosing the
intravenous route for adrenaline administra-
tion should be aware of this.4 5

Conversely, intramuscular adrenaline
(1:1000) in doses of 0.01 mg/kg to a
maximum of 0.4 mg is well established as
safe, even in cases without anaphylaxis, and
is not associated, to our knowledge, with car-
diac toxicity. Practitioners specialising in the
treatment of allergic conditions should be
clearly stating the dangers of intravenous
adrenaline while safeguarding effective
treatment in patients with life threatening
allergic reactions.
Jo A Douglass head
j.douglass@alfred.org.au
Robyn E O’Hehir professor
Asthma, Allergy and Clinical Immunology Service,
Department of Allergy, Immunology and
Respiratory Medicine, Alfred Hospital, Melbourne,
Victoria 3004, Australia
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Cause of reactions should be identified

Editor—Anaphylaxis, though rarely fatal, as
pointed out by Johnston et al,1 may happen
when least expected. Johnston et al warned
about the misuse of adrenaline, but they
should also have emphasised the import-
ance of trying to identify the cause of any
anaphylactic or anaphylactoid (non-IgE-
mediated) or even minor allergic reactions
(urticaria and non life threatening
angioedema).

Prevention is the best treatment: avoid-
ance for foods and drugs, immunotherapy
for insect bites. It is every allergist’s
experience that a minor reaction today does
not necessarily mean a minor reaction
tomorrow. Before withdrawing an EpiPen,
particularly in children and adolescents,
every attempt should be made positively to
identify the aetiology of the reaction. Careful
history taking with attention to timing of the
reaction, allergy skin or laboratory tests,
evaluation of C1 inhibitor deficiency, and
double blind, placebo controlled food
challenges are all available tools for this pur-
pose.
Daniela Zauli associate professor of allergy and
clinical immunology
Department of Internal Medicine, Cardioangiology,
and Hepatology, University of Bologna, 40138
Bologna, Italy
dzauli@almadns.unibo.it

Sara Zucchini, Alberto Grassi, Giorgio Ballardini,
and Francesco B Bianchi are coauthors of this letter.
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Authors’ reply

Editor—We agree that adrenaline can be
life saving in severe allergic reactions. In our
lesson of the week we carefully stated that
using adrenaline as firstline treatment in
true systemic anaphylaxis is not disputed.

We also agree that identifying allergens
and subsequently avoiding them are key
issues in managing allergy. The incidence of
life threatening anaphylaxis is, however,
influenced by allergen exposure rather than
adrenaline use, and we support the use of
adrenaline in this context.

The message we want to convey is that
adrenaline can be life saving in true
systemic anaphylaxis but can be hazardous
when used out of context. Correct manage-
ment of localised angioedema not affecting
the larynx and without hypotension or
bronchospasm includes antihistamines and
steroids, with careful observation for the
development of systemic features, which

require adrenaline. Indiscriminate use
of adrenaline for non-life threatening
features in patients with contraindications
to treatment with adrenaline has to be
questioned.

The medical emergency in case 1 was a
result of adrenaline (precipitation of angina)
rather than localised angioedema. Adrena-
line is not a recognised treatment for
urticaria and facial angioedema in the
absence of systemic features. Intravenous
adrenaline should be reserved for patients
with immediately life threatening profound
shock where appropriate monitoring facili-
ties exist. Case 2 therefore had a life
threatening complication from unnecessary
adrenaline.

Both cases highlight the importance of
appropriate education for and supervision
of medical staff. In a study of senior house
officers at the start of their accident and
emergency post, 10-56% would be prepared
to administer adrenaline inappropriately.1

The series of deaths reported by Pumphrey
support our concerns.2

We have advised withdrawal of EpiPens
only when a diagnosis of acute systemic ana-
phylaxis could not be substantiated and
adrenaline had caused dangerous side
effects.
Sarah L Johnston specialist registrar, immunology
and general internal medicine
sljoh@hotmail.com
Joe Unsworth consultant clinical immunologist
Mark M Gompels consultant clinical immunologist
Department of Immunology and Immunogenetics,
Southmead Hospital, Bristol BS10 5NB

Competing interests: None declared.
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BMA secretary responds to
news story
Editor—That your news story about the
way in which I responded to a motion about
staff pay at the BMA’s Torquay annual
representative meeting presents a partial
view of the episode is not surprising.1 I was
given no opportunity to explain myself at
the meeting; neither did your correspondent
feel it necessary to talk to me before going
into print.

What on earth, your readers and BMA
members may ask, was the BMA secretary
doing deploying legal threats to suppress
legitimate debate when everyone else was
having such a good time at the seaside? Who
does he think he is?

Let us be clear: the motion was not
merely directed at me personally and
couched in offensive terms, but, in implying
that I had been in serious breach of my
duties, it was demonstrably false and thus
defamatory. These are harsh, but entirely
apt, words.

I expressed this view to Dr George Rae,
chairman of the representative body, and
also suggested to him that were the motion
to be debated he might like to remind any
participant who contributed in false and dis-
paraging terms that I would take any neces-
sary action to defend my reputation. So
while I had no intention of allowing myself
to be publicly traduced (I am a member of
another learned profession and the annual
representative meeting is open to the
media), it is a serious misrepresentation—
not to use a harsher term—to report, as you
did, that I “threatened to sue the chairman
of the representative body.”

Asked by the agenda committee on the
morning of the debate what outcome I
wanted, I said that I would like the motion to
be withdrawn. I emphasised that I had no
problem with a discussion about the merits
of the underlying issue, which is whether
BMA staff should continue to have their sal-
ary increases automatically linked to rises in
general practitioners’ pay. The committee
responded that it could not withdraw the
motion at that stage but explained how it
would seek to manage and defuse the situa-
tion should there be a debate. A sort of
understanding was reached at this time: an
understanding with which the subsequent
surprise contribution from the podium of
the agenda committee member which you
reported, and in which he purported to give
a statement of the facts, was entirely
inconsistent. Neither Dr Rae, for whom I
have the highest regard, nor his deputy, Dr
Michael Wilks, was aware of what their
fellow committee member was going to say.
Neither of course was I.

One final point. When the chairman of
the Eastern Region Junior Doctors Com-
mittee (which had proposed the offending
motion) was approached on the morning
before the motion was due to be debated, he
wrote immediately that he was more than
happy to withdraw it and pointed out that
the motion had also been withdrawn from
the JDC conference as he “felt it was
inappropriate and therefore not suitable for
proposal.” He did “not know how it could
have reached the ARM under these circum-
stances.” I don’t remember anyone passing
this information on to the meeting in
Torquay.

It’s a funny old world.
Jeremy Strachan secretary
BMA, London WC1H 9JP
jstrachan@bma.org.uk

Competing interests: See text of letter.
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